| BACKGROUND

Communication of the diagnosis of motor neurone disease (MND) is
"daunting" for both neurological consultants and individuals p. 368) , and anxiety before a diagnosis can be increased as a result of experiences during a long period of investigation (B€ aumer, Talbot, & Turner, 2014) , with the median time from onset of symptoms to diagnosis being 15.6 months (Donaghy, Dick, Hardiman, & Patterson, 2008) . When a person receives a diagnosis of MND, they learn whether they have the inherited (familial) form of MND, which occurs in only 5%-10% of people diagnosed; or the more common sporadic form of MND, where the disease develops through a combination of genetic susceptibility and environmental factors. They also learn that MND is a progressive and terminal disease resulting in the degeneration of motor neurones, which can affect their movement, speech, respiration and swallowing (B€ aumer et al., 2014) and may also affect their cognition and/or behaviour (Goldstein & Abrahams, 2013) . The rate of progression and symptoms experienced vary, and this is dependent upon the type of MND diagnosed. The types of MND include amyotrophic lateral sclerosis (ALS), progressive bulbar palsy (PBP), progressive muscular atrophy (PMA) or primary lateral sclerosis (PLS) (Talbot & Marsden, 2008) . A person diagnosed with PBP MND may experience a rapid decline and die within a few months, whereas an individual diagnosed with ALS MND may experience a slower decline and die 3 years after symptom onset (Mitchell & Borasio, 2007) . MND results in complete dependency on others, especially towards endstage care (Dawson & Kristjanson, 2003) , and individuals find themselves having to be involved with many healthcare professionals.
Research into the lived experience of MND highlights feelings of uncertainty before diagnosis because of fear of the unknown (Ozanne & Graneheim, 2017) . Receiving a diagnosis of MND can be shocking (Brown, 2003) and be perceived as a death sentence (Locock, Ziebland, & Dumelow, 2009) . People experience the loss of motor ability early into their illness trajectory, and this impacts on their occupational roles (Brott, Hocking, & Paddy, 2007) , resulting in their experiencing MND as a disruption to their lives (Locock et al., 2009 ) and having concerns regarding their losses and their future (Brown & Addington-Hall, 2008; Foley, Timonen, & Hardiman, 2012) , and feelings of uncertainty throughout their illness trajectory because of not knowing when or how they will die (Harris, 2015) .
Family carers report that the long illness trajectory of MND can create existential suffering for a person with MND (O'Toole, 2011) and an excessive burden for their family carer(s), which coupled together may exacerbate a "patient's desire to hasten their death" (Whitehead, O'Brien, Jack, & Mitchell, 2011, p. 368) . The lived experiences of MND accentuate the devastating nature of the disease, and this can impact upon how people respond to care.
Motor neurone disease is recognised as a complex and complicated disease (Hogden, Foley, Henderson, James, & Aoun, 2017; MNDA, 2015) , and it results in people having to be involved with MND professionals who are disease specialists (Ozanne, Graneheim, & Strang, 2013) . Hogden et al. (2017, p. 210 ) suggest people with MND are "often required to make decisions for symptom management and end-of-life care. Symptom management includes: gastrostomy, invasive ventilation and non-invasive ventilation, to provide improvements in quality of life, as the disease progresses. " Gale (2015, p. 251) suggests thinking about the future with further losses and planning for end of life is "serving the agenda of the health professional at the expense of the patient." Studies of the lived experiences of MND care have suggested that people were generally dissatisfied with the focus of their care (Bolmsj€ o, 2001; Brown, 2003; Brown, Lattimer, & Tudball, 2005; Hughes, Sinha, Higginson, Down, & Leigh, 2005; Van Teijingen, Friend, & Kamal, 2001 ).
Although professionals acknowledge the debilitating impact of MND on a person, the focus of care is functional rather than emotional (Brown, 2003) . The call is for professionals to change their priorities and to carefully listen to individual accounts of their lived experiences, thus treating the person as an "individual rather than a patient" (Bolmsj€ o, 2001, p. 503) . Miles and Asbridge (2013, p. 286 ) also acknowledge the need for modern medicine to respect the whole person, stating: "the patient is a person with dimensions which extend well beyond the purely physical and which include the psychological, emotional, existential/spiritual and social components of human existence." Ozanne et al. (2013) , Ozanne and Graneheim (2017) propose a solution through respecting the whole person with MND and suggest the need to involve MND professionals who are specialists in the disease together with specialists in palliative care. Connolly, Galvin, and Hardiman (2015) also recommend the integration of palliation for people with MND to alleviate distressing physical, psychosocial and existential concerns. Henoch and Danielson (2009, p. 228 ) explored the existential concerns of people with cancer, which they classified into the two main themes of the "struggle to maintain self-identity" and "threats to self-identity."
What does this paper contribute to the wider global clinical community?
• Motor neurone disease is a complex disease, and it is important that professionals continue to provide holistic care throughout the illness trajectory.
• The identification of three distinct phases of the MND illness trajectory will help nurses and other professionals to better understand the meaning of uncertainty and other concerns for people with MND. This may help to avoid palliative care patients in general experiencing life as a crisis and having to seek support from hospice professionals too late into their illness trajectory.
• These results further support the concept of providing education for nurses and other professionals on improving the dialogue relating to concerns, in particular uncertainty, and the need for early referral to palliative care professionals.
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Some of the components relevant to "threats to self-identity" included "bodily changes, uncertainty, loss of meaning, loss of control, loss of relationships, and fear of dying." There are parallels to be drawn for people with cancer and people with MND, as they are diagnosed with a terminal illness/disease, resulting in existential concerns (Bolmsj€ o, 2000 (Bolmsj€ o, , 2001 . The aim of this study was to explore the meaning of living with uncertainty for people diagnosed with motor neurone disease (MND).
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| Design
This research is part of a hermeneutic phenomenological project concerned with the meaning of living with MND. The initial study undertaken to answer the research question: "What does it mean to be a person living through the illness trajectory of MND?" and a study of the phenomenon of existence when given a diagnosis of MND in the context of receiving health care. The concept of "existential loss" identified in relation to MND was the loss of past ways of being-in-the-world, and the loss of embodiment, spatiality and the future (Harris, 2015 (Harris, , p. 1579 . From the data, it emerged that people with MND are living with uncertainty throughout their illness trajectory, and it was determined that this required further examination.
To meet the aim of the current research, hermeneutic (interpretive) phenomenology was used as a methodology, as this is suitable for studying lifeworld experiences (Finlay, 2011) . Finlay (2011, p. 89) suggests "both descriptive and hermeneutic (interpretive) designs may be used to explore how everyday experience shows itself in the lifeworld, i.e., as embodied and lived through time/space and in relationships with others." Descriptive phenomenology as a methodology offers researchers an approach through which to explore body experiences and a researcher "brackets" their existing presuppositions (experiences and beliefs) of a phenomenon to promote validity (Husserl, 1989 cited in Allen-Collinson & Pavey, 2013 . Hermeneutic (interpretive) phenomenology as a methodology offers an approach through which to explore the body experience and how this impacts upon everyday lives, and a researcher brings their prior presuppositions of a phenomenon to the "hermeneutic circle" of understanding (Finlay, 2011; Heidegger, 1927 Heidegger, /1962 . Thus, they are open to a new and evolving understanding of something, such as a "text," "phenomenon" or "participant" in the research context (Finlay, 2011; Gadamer, 1975; Heidegger, 1927 Heidegger, /1962 .
| Participants
Four people with MND were recruited from the MNDA Care Centre in the North West of England, with the inclusion criteria that individuals had an accepted diagnosis of MND (all types), over 18 years of age (no upper limit), had been receiving treatment from a range of professionals and had been receiving care and treatment for 3-6 months. Individuals were excluded from the study if they did not have the mental capacity to provide their informed consent. An MND consultant and nurses provided the study information sheet to people attending the clinic and asked whether they contact the researcher (DH) if they wished to discuss and be involved in the study (Harris, 2014) . The participants contacted the researcher to express their wish to be involved, and interviews were conducted at a time and location convenient to them, either in their home or at their place of work.
| Data collection
Data were collected in 2012. In the initial study, the researcher (DH) asked: "Can you please tell me the story of your life. . .. since you first thought there might have been something wrong with you?
Please begin wherever you like. I will not interrupt you; I will listen to you and only write down some notes. When you finish I may ask you some questions to clarify some points." The researcher (DH) returned to the themes described in the first stage of the interview to explore and gain a deeper understanding of the participants' lived experiences. Data from the first interview were audio-taped and analysed before carrying out the second interview. All participants attended a second interview, which was again at an agreed date/ time, when a summary of their lived experiences was discussed, thereby providing an opportunity to add or remove any detail(s). The researcher then asked three open-ended questions to induce further discussion.
| Analysis
Interpretive description guided the analysis (Finlay, 2011) , and this involves the concept of returning to the whole-parts-whole to facilitate the process of understanding (Fleming, Gaidys, & Robb, 2003; Gadamer, 1975; Heidegger, 1927 Heidegger, /1962 . Fleming et al. (2003, p. 118) suggest "gaining understanding of the whole text should be the starting point of analysis, because the meaning of the whole will influence understanding of every other part of the text." The current analysis process involved the following:
1. Returning to the individual philosophical framework analysis.
2. The identification and extraction of excerpts that represent a participant's description of the everyday experiences and how this leads to uncertainty for people diagnosed with MND.
Producing a description to reinforce the initial interpretation.
4. Going back and forth between participant descriptions, initial interpretations, themes and forming patterns of the coherent whole.
5. Noting similarities and differences across all the individual excerpts.
6. Grouping together the experiences of the "body failing prematurely and searching for answers," "body deterioration and responses to care" and "body nearing its end and needing to talk"; these illuminate the patterns that represent the phenomenon under study (Finlay, 2011) : the meaning of uncertainty for people with MND.
| Plausibility of Interpretations
To promote a level of self-awareness, the researcher (DH) reflected on her prior understandings of MND and experiences of supporting her mother living through the illness trajectory of PBP MND, before data collection commenced, and those evolving during the study. To ensure that interpretive closure was not reached prematurely, the interpreted stories were taken back to the participants, and the researcher held regular discussions with other professionals acting as supervisors for the initial study (Harris, 2014) . To ensure the researcher's (DH) interpretations are both plausible and justified (Finlay, 2011) , extensive excerpts are provided. The knowledge claims have been validated in dialogue with other professionals who are co-editors of this paper (Finlay, 2011 ). 
| Ethical considerations
| RESULTS
The results of this study highlight three aspects of the illness trajectory of MND: "body failing prematurely and searching for answers,"
"body deterioration and responses to care" and "body nearing its end and needing to talk." These bring to light the patterns that represent the phenomenon under study (Finlay, 2011) , the meaning of uncertainty for people with MND. Other existential concerns, including bodily changes, loss of meaning, loss of control, loss of relationships and fear of dying and death, can be found throughout their stories.
| Body failing prematurely and searching for answers
The body failing prematurely and searching for answers from neurological professionals. The similarities drawn, the participants are living with uncertainty of what condition they may have. Thereafter, their experiences of investigations and diagnosis were varied. James, a professional sportsman, took himself back to the significant sporting events occurring at that time and being uncertain as to why he needed to be admitted into hospital for investigations:
So on the last day of the Ryder Cup, I remember it well, I found myself being admitted to [Name of hospital] neuro ward for more electro-nerve tests. And then on the following day I think I had a lumber puncture, and then I had a brain scan, MRI brain scan, and was then diagnosed with MND.
I could probably have done them all in a day, or a day and a half. But obviously it had to fit in with all the test equipment, and the time involved, and the scheduling of the department.
When I was in [Name of hospital] being diagnosed there was an awful lot of people came in to look at me, because I think I have quite physical fasciculations, which are a diagnostic indicator of things not going well.
Martin first noticed something untoward was happening to his body when he dropped his pencil whilst drawing. His GP recommended he go private for neurological investigations and consultancy as changes to his body had a profound impact on his role as a managing director/architect:
The first time I suspected there was something wrong, was I am or I was left handed, whereas now I am not any handed of course, but I was left handed. But I started dropping things and being clumsy with my right hand, um I knew it was out of character; actually I have been blessed with a lot of skill, in being able to do anything mechanical with my hands for drawing.
So I arranged for a private consultation with (name of MND consultant) at the (name of hospital), which I got one in 2/3 days. He then arranged for an MRI scan on the Friday evening and the results then to be analysed on the Monday morning.
Charles was out walking his dog when he first noticed his foot drop. His physiotherapist referred him for private investigations and consultancy. The consultant's approach to diagnosis was potentially insensitive, as the period after was experienced as life in crisis because of Charles' loss of future relationships with his family:
I had taken early retirement, at quite an early age, at 53, and therefore I enjoyed some years of retirement before diagnosis. So therefore can be a little bit more philosophical about life, than had it hit me when working, and suddenly life had to change all of a sudden, to give up work, and to give up that particular income stream, and for my whole life to change. So that probably did make it easier to er. . . cope with it.
Rightly or wrongly I was still covered by some private health that did make a difference, that was Thursday and I was expecting an answer by Monday morning.
The The progressive nature of MND means people have no choice but to accept care from formal carers for their survival, although how they respond to this relationality is different for each person. The formal care received via social services was essential for attending to basic human needs; however, James raised concerns regarding threats to maintaining his self-identity, such as managing his daily insulin, as he will be dependent on district nurses to administer it, thus adding yet another professional coming to his home each day; he stated:
The problem is, you see, you have got social services looking after the personal care side of things, which they are doing, and then you've got the medical practitioner. And that is why they are here, because if it comes out they have to be here to put it back, or if I choke two or three times where I have to have it off a bit to get right to sit up, because I feel as though I am choking.
I never wanted them [overnight carers], but I would be lost without them.
| Body nearing its end and needing to talk
The body nearing its end and needing to talk with palliative care professionals occurs in the second-tenth year of illness trajectory.
Similarities can be drawn, in that all the participants are living with uncertainty as to how they will be supported to die with MND.
James prioritises his need to talk because of a loss of meaning and frustration as he comes to terms with dying: | 2067 children, after my death, and the first foray into that wasn't hugely successful. I think if you weren't a single mum with an alcohol narcotic problem it was quite difficult to put somebody in the right pigeon hole, but eventually I found them myself, through the specialist Macmillan nurse.
And more importantly to me, which I thought was probably significant, she's obviously working at the hospice, so she has had quite a number of years in dealing with patients with a terminal illness, which obviously makes my visits to her, as far as I'm concerned, a lot more grounded than they would be with a counsellor that just deals in general counselling. I mean so many people, and I find it probably a little bit disappointing with some of the staff from the occupational therapy, they are frightened to mention the word 'terminal.'
Martin appreciates not needing to forward plan an appointment to talk to his hospice consultant about his condition, although he notes the problems of other professionals not wanting to talk about dying:
Well, really there is not much I can do for you, you know he said 'but I would be better off passing you over to the hospice.'
But I have got nothing but praise for the hospice in every respect. I suppose it's a bit of a problem for doctors, um they are used to being able to find a cure for somebody, but (name of consultant) at the hospice had been very good, and rather than make an appointment I just give him a call when I want to see him.
I mean a lot of people don't want to talk about it, but it certainly doesn't worry me talking about it. Well we are all going to die, and I think it will come to every one of us. I suppose we have just been told it is going to. . .
And it is a rather painful death, so. . .
Charles focuses on talking to the hospice professionals about his loss of future with his family, future support and making plans for the future:
There is actually a local Macmillan nurse who has got expertise in MND and she has come, she is a lovely lady and she is going to be great for me as time goes by.
So in the end certainly we are in the midst of putting together the. . . the/Living Will type thing, personal direc-
But what I do feel is incredibly sad that I won't be around to see things . . . and to enjoy my retirement with my family.
Maureen only goes out of her home once a week to hospice day care, where she is talking about completing an advance care plan, knowing that her religious faith will help her to face the fear of dying and death:
Because now they give you books to write everything down. But you have got to accept things haven't you. I always say well my faith helps me and things like that, you know.
| DISCUSSION
The results show that people with MND go through three significant body experiences impacting on their everyday lives: body failing prematurely and searching for answers, body deterioration and responding to care and body nearing its end and needing to talk. Lerum, Solbraekke, Holmøy, and Frich (2015) Other study results suggest that a prolonged time to diagnosis and the way a diagnosis is delivered can result in adverse consequences , such as long-term emotional stress (Aoun, Breen, Oliver et al., 2017) . Emotional stress at the time of diagnosis and the period afterwards has been described as "shock, fear of the future, denial, anxiety for family, loss of future, anger, isolation, sadness, and guilt" (MNDA, 2013, p. 23) . A study by were assessed for essential social and medical care, which potentially resulted in a loss of the control of self. Hogden et al. (2017, p. 210) suggest "the consequences of avoiding decision making, for example, for nutrition/hydration or respiratory distress, can impact the patient's health and quality of life." Other studies suggest people "engaged with services on their own terms to be in control of care but equated living with ALS to a life of unremitting loss which included loss of control" (Foley, Timonen, & Hardiman, 2014, p. 118) . The study results reveal that people are at risk of experiencing life as an existential crisis approximately two years into their illness trajectory, and one participant described life as "being a prisoner on death row," because the present and future were uncertain. Other researchers have reported that physical losses associated with MND place a person's existence on hold (Ozanne et al., 2013) . The desire to hasten death has been associated with a loss of control (Bolmsj€ o, 2001 ), being unable to accept the disease (Cipolletta, Gammino, & Palmieri, 2017) , and hopelessness and fear of becoming a burden . This study has revealed that people experience their body deteriorating and have a desire to talk to MND professionals about their concerns of uncertainty, loss of control and loss of meaning; however, they are being referred on to palliative care professionals for this aspect of their care.
The third phase of the illness trajectory, encompassed by the theme body nearing its end and needing to talk, refers to the involvement of palliative care professionals because of living with the uncertainty of how they will be supported to die. Participants were professionals who are specialists in palliative and end-of-life care too late into their illness trajectory, when additional risks associated with a loss of mental capacity and loss of speech may impact on their ability to talk about their concerns and plan for their future.
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